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Introduction
Sibling relationships are among “the longest, most significant, dynamic, and influential” 
(Graff et al., 2012, p. 177) of all social ties that an individual will develop in their lifetime. They 
are “rooted in unique but complicated past experiences, which are mediated by current 
circumstances and future expectations” (Tozer, Atkin, & Wenham, 2013, p. 486). A growing 
body of research has focused on the impact and outcome of the relationship with a sibling with 
disabilities (Stoneman, 2005). Despite the recent attention given to studying those who have 
siblings with disabilities, the research tends to focus on children, placing less emphasis on the 
implications of this sibling relationship into adulthood (Arnold, Heller, & Kramer, 2012). 
This is a significant oversight because young adulthood is a time of planning for the future. 
Yet little research focuses on the impact of having a sibling with disabilities on young adults’ 
future aspirations. While most parents assume that their typically-developed child will care for 
their child with disabilities in the future, research does not provide much insight into the actual 
expectations of these potential future caregivers (Burke, Taylor, Urbano, &Hodapp, 2012).
Family systems are bounded sets of interrelated elements that function in an interdependent 
manner, meaning that sustainability depends upon the participation of all members (Constantine, 
1986). Families socialize members into particular roles and train them to hold certain values. 
While previous research has tried to define the sibling relationship when disability is involved, 
there is little focus on the impact of the family systems on this sibling relationship sub-system 
and the ways that plans are made for the future. The nature of the sibling relationship cannot be 
understand in isolation from the broader family structure, and future aspirations also cannot be 
fully explained without examining family systems of values and expectations.
Swanson 4
Literature Review
Disability and Sibling Relationships
The nature of sibling relationships is conceptualized as influential because of its impact 
on individual development throughout childhood and adolescence (McHale, Updergraff, & 
Whiteman, 2012). Beginning in childhood siblings develop roles that they play within their 
relationship that are enjoyable for both siblings, as well as provides adequate support to the care 
needs associated with the disability (Stoneman, 2005, p. 341). Through the extensive amount of 
time siblings spend together across their similar life-spans they “seem to play deeper roles in 
each other’s development as time goes on” (Graff et al., 2012, p. 177). Given the importance of 
sibling relationships, research focusing on the roles of young adults within their sibling 
relationships is needed in order to better understand how they determine future care plans for the 
sibling with disabilities, along with their families (McHale et al., 2012).
The dynamics within the sibling relationship involving an individual with disabilities 
have been found to be greatly shaped by the type of disability. The way individuals perceive the 
quality and overall experience of their sibling relationship can vary based on type of 
developmental or intellectual disability of their sibling (Orsmond& Seltzer, 2007). The impact 
and effects of the experience of having a sibling with a disability on typically-developing can be 
due in-part to the form of disability (Stoneman, 2005).
Generally the more severe the disability is in terms of mobility and communication can 
lead to adverse interactions between siblings (Stoneman, 2005).Autism Spectrum Disorders 
comprise neurodevelopment impairments characterized by communication and developmental 
disabilities (Pollard, Barry, & Freedman, 2012). Due to the communication and developmental 
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barriers that those with Autism face, they have "the highest and most complex social needs" 
(Tozer et al., 2013, p. 482). The lesser the abilities and skills are of the individual with 
disabilities, the greater the role asymmetry is between that person and their typically-developing 
sibling (Stoneman, 2005). These social needs must be fulfilled by caregivers, who often times 
are family members.
Other health issues, such as physical disabilities, may influence the dynamics between 
siblings in distinctive ways. Physical disabilities “require additional caregiving” (pg. 176) 
beyond those required of intellectual disabilities (Graff et al., 2012). Those with siblings with 
physical disabilities often times conform to meet the care needs of their sibling’s health issues 
(Graff et al., 2012).As physical impairments are often times visible, the care dependency on 
those around them is similarly transparent (McDaniel &Pisani, 2012). Satisfying the needs of 
this disability can prove to be profoundly stressful for families and may alter relationships within 
the family system, including that of the siblings (Pollard et al., 2012).
Autism, however, is categorized by varying degrees of social impairments, such as issues 
communicating with others, and this consequently affects the interactions between siblings when 
one is Autistic (Lefkowitz, Crawford, & Dewey, 2007). By contrast with Autism, where 
individuals may have normal or high intellectual functioning, Down Syndrome is a disability 
necessarily marked by some degree of cognitive impairment (Orsmond& Seltzer, 2007). Unlike 
Autism, individuals with Down Syndrome do not experience difficulties in socializing with 
others. As a result, siblings of individuals with Down Syndrome have more contact with their 
sibling, report more positive aspects about their sibling relationship, and have less pessimistic 
feelings about their sibling’s future (Orsmond& Seltzer, 2007).
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Mental illness is a form of impairment that receives little recognition as such. Society 
struggles with a stigma of mental illness where “we hold people responsible for their emotional 
problems” (McDaniel &Pisani, 2012, pg. 13). In contrast, those with physical disabilities are 
encouraged to play “a passive-dependent patient role” (pg. 13), which subsequently deems a 
care-related asymmetrical sibling relationship acceptable. Siblings of those with varying degrees 
of mental illness face a more challenging path in establishing the nature of their sibling 
relationship. The care needs of intellectual or development disabilities are typically more 
constant and demanding of families, forcing them to establish care-related roles within their 
system. Mental illness, however, is accompanied by inconsistent periods of independency of a 
person, which makes determining the family structure all the more difficult (Lefley, 1997).
With the emphasis on emotional turmoil being an individual problem, mental illness is 
not so readily accepted in the West as a reason to be dependent on family members (McDaniel 
&Pisani, 2012). This social stigma creates a heightened need for outside psychiatric intervention 
as family members struggle in determining roles and boundaries of dependency (Lefley, 1997). 
Since mental illness issues tend to follow a more “episodic nature” (pg. 444) compared to the 
more consistent impairments associated with intellectual or developmental disabilities, the need
for outside intervention in order to cope with these spurts becomes essential for families (Lefley, 
1997).
With intellectual disabilities, dependency on family members is practically unavoidable; 
but in the case of mental illness, the dependency factor can exasperate the disability (Lefley, 
1997). Karp (1996) suggests that families of those with mental illness are best suited offering 
sympathy to their loved one, while establishing boundaries. As those who face mental illness are 
often times high-functioning, they are also highly aware of their impairment or dysfunction 
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(Lefley, 1997). When siblings, or other family members, provide an excess of care to the person 
with mental illness, this can lead to self-esteem issues for that person as it serves as a reminder of 
their disability (Lefley, 1997). Given the periods of turbulence and instability that siblings of 
mentally-ill persons must face, they often report less positive and gratifying affects deriving from 
their sibling relationship (Lefley, 1997).
Demographic factors have been found to have an impact on the relationship with a sibling 
with disabilities. Characteristics such as gender are typically taken into account when analyzing 
the experiences of adults within their relationship with their sibling with disabilities (Orsmond& 
Seltzer, 2007). Research findings suggest that women are more likely than men to be involved in 
the lives of their siblings in adulthood, and also anticipate more involvement in the future (Heller 
& Arnold, 2010). Other demographic variables such as number, and birth order, of siblings are 
also crucial factors in the analysis of sibling relationship dynamics (McHale et al., 2012). In 
typical sibling relationships the older sibling assumes role dominance; but in the relationship 
with a sibling with disabilities, younger siblings experience a role cross-over as they surpass the 
maturity level of their sibling with disabilities (Stoneman, 2005). In comparison to families with 
more than two children, young adults who were the lone siblings to individual with disabilities 
anticipated an increase in caregiving responsibility in the future (Burke et al., 2012). Orsmond 
and Seltzer (2007) even found the young adult’s education levels to have an effect on the 
closeness between siblings. Although demographics must be accounted for in the analysis of this 
sibling relationship in order to understand how it influences the future aspirations of young 
adults, the dynamics of family size must also be examined.
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Positive and Challenging Aspects of Relationships with Siblings with Disabilities
The literature in the sociology of disability has discussed research findings concerning 
both positive and challenging aspects and outcomes of the sibling relationship (Taylor & Shivers, 
2011). The asymmetrical roles the typically-developing siblings play within their sibling 
relationships have developmental benefits such as encouraging empathy and “enhancing 
perspective-taking abilities” (Stoneman, 2005, p. 342). One study found that, in comparison to 
individuals with typically-developing siblings, those with siblings with Down Syndrome were 
more compassionate, empathic, and tolerant of differences in others (Graff et al., 2012). Siblings 
of individuals with Down Syndrome have also reported that their brother’s or sister’s easy-going 
personalities make shared activities more frequent and enjoyable (Graff et al., 2012).
Until recently the theoretical approach to this research area has been focused on the 
negative aspects and outcomes involving the experience of having a sibling with disabilities 
(Stoneman, 2005). For example, the behavior that accompanies Down Syndrome can be 
frustrating, such as times when they are being stubborn or temperamental (Graff et al., 2012). 
Additionally, fulfilling the role of the typically-developing sibling can sometimes be strenuous 
and constitute as role strain, which Stoneman (2005) defined as “the stress of trying to fulfill 
multiple role obligations” (p. 342).
From an early age siblings of people with disabilities develop a spectrum of feelings such 
as “love, empathy, pride, guilt, anger, and support” (Horne et al., 1988, p. 1). These feelings 
typically translate into long-term positive or negative reactions to the sibling relationship. In 
addition to the development of these feelings, the family’s lifestyle and their child-rearing 
practices also influence the nature of the relationships within their system (Horne et al., 1988).In 
order to better understand the complex roles and functions of this sibling relationship and how it 
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transforms overtime, there must be an understanding of the larger family structure in terms of 
their practices and values (McHale et al., 2012).
Family Systems
Social scientists analyze families as they do any institution, with the focus being on the 
member’s roles, their interactions with one another, and the meanings and functions which they 
produce. The primary basis of family systems theory is that all the parts that comprise the 
familial structure work interdependently towards cohesive and collective objectives. There are a 
few other basic elements to the theory; such as every family is unique in the member’s personal 
characteristics or shared their ideologies. Another basic element of the theory is that family 
structures constantly evolve and develop with time, creating changes in roles, interactions, and 
overall system objectives. Changes within the family system can be met with degrees of 
resistance and stress from its members. Interaction between members is the epicenter in the 
developmental of family systems. It is the interactions with one another that determine the level 
of cohesion and adaptability the family has. As families inevitably shift through change, stress, 
or both, it is the interactional process that determines how the family reacts, and functions 
according, to the particular fluctuation (Allen, 2013).
Factors such as number of members, age ranges, and gender have an influence on the 
nature of a family system in regards to role assignment (Horne et al., 1988). Each role is 
accompanied by the family, as well as social, expectations to fulfill it accordingly (Peterson& 
Green, 2009). The most basic roles associated with a family system are represented by the 
nuclear family; being the mother, father, son, and daughter (Broderick, 1993). Parents are 
expected to be the disciplinarians, developmental educators, and providers for their children 
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(Peterson& Green, 2009). In order to keep the family operating smoothly, child are expected to 
pay respect to, as well as behave according to, their parent’s wishes (Peterson& Green, 2009). 
Siblings are often thought of as “companions, confidantes, combatants, and as the focus of social 
comparisons” (McHale et al., 2012, p. 913).
Research focusing on siblings of individuals with disability is essentially theory-free 
(Stoneman, 2005). To study the dynamics of the siblings as entrenched within the family 
structure advances our understanding of how families act as institutions of socialization (McHale 
et al., 2012). Constantine (1986) suggests that families are defined by a set of objectives and 
strategies, and accordingly the members must function interdependently (Day, Gavazzi, &Acock, 
2001). In the situation where a family has a member with disabilities, the primary function is 
attending to the care needs of the disability, creating familial solidarity (Graff et al., 2012). 
Given the enormous amount of care that a person with disabilities requires, specialized roles 
surface to help families cope and adapt (Lefley, 1997).
Given that those with disabilities rely on the care and support of their sibling, a 
relationship based on reciprocity may not be possible (Dew, Llewellyn, &Balandin, 
2004.Siblings of individuals with disabilities are likely to take on a more parental role as 
opposed to a more egalitarian one, a fact that is important in understanding how future care 
arrangements are made (McHale et al., 2012). Seltzer and Krauss (1991) found that those 
involved in the care needs of their sibling with disabilities helped in creating a cohesive family 
system which “had higher levels of family organization” (Heller & Arnold, 2010, p.21).
While typically-developed siblings are often thought of as partners and companions, 
sibling relationships that are influenced by disability more resemble the parent-child relationship 
with the typically-developed siblings playing “a more parent-like role” (McHale et al., 2012, p. 
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917). Typically-developing siblings within families with a member with disabilities tend to take 
on more “care-taking” (p. 177) more resembling the parent’s responsibilities than a sibling’s 
(Dew et al., 2004). “Role accountability refers to a family member’s sense of responsibility for 
completing the tasks of an assigned role” (Peterson & Green, 2009, p. 2); for those with siblings 
with disabilities, the level of accountability they feel to take on caregiving responsibilities both 
growing up and as their life cycle evolve is a result of familial socialization processes 
(Stoneman, 2005). Parents are expected to “feel both love and responsibility” (p. 176) for their 
child with a disability, but whether or not their siblings feel the same level of commitment is left 
to be seen (Dew et al., 2004).
“Caregiving routines become part of the rhythm of normal family life” (pg. 15) and it is 
these practices that impact levels of role accountability in typically-developed siblings as they 
age (McDaniel &Pisani, 2012).Instrumental and affective involvement refers to the providing of 
resources and emotional support (Peterson & Green, 2009). Greater levels of instrumental and 
affective involvement have been reported by adults who had high-quality relationships with their 
siblings with disabilities (Orsmond&Seltzer, 2007). The perceived quality of the sibling 
relationship influences the typically-developed sibling’s level of involvement as time progresses 
as well as their relationship with their parents (Heller & Arnold, 2010). Another final, and 
imperative, predictor of future primary caregiving is the adult’s “desire to take on the role for 
their sibling with a disability” (Heller & Arnold, 2010, pg. 23).
Future Planning
As those with disabilities are now living longer than they ever have in the past, “the main 
informal network for the person with a disabilities may now hinge on their sibling relationship” 
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(Dew et al., 2004, p. 176). Formal social care systems tend to overlook the immense degree of 
support that typically-developing siblings provide (Tozer et al., 2013). As a result, the support 
services in regards to future planning for an individual with disabilities are primarily offered to 
parents, even though many typically-developing siblings feel a desire to be included in this 
decision-making process (Arnold et al., 2012). Typically-developing siblings are “back-drop 
family members” in that their role is simply taken-for-granted (Tozer et al., 2013).
Even though a majority of parents expect their typically-developed child to care for their 
child with disabilities in the future, research that focuses on the needs and perspectives of these 
expected future caregivers is scarce (Burke et al., 2012). A rare study that did solicit the views of 
these siblings found that they reported even greater pessimism and perceived heavier demands in 
relation to the responsibilities required by the disability than their parents perceived (Heller & 
Arnold, 2010).Conflict can surface when there are discrepancies in expectations of future 
caregiving between the typically-developed sibling and their parents (Heller & Arnold, 2010). 
Adult siblings must evaluate and negotiate “their own life circumstances” (pg. 178) to 
accommodate a primary caregiving role for their sibling with disabilities (Dew et al., 2004).
Adults with children of their own typically to expect less future caregiving 
responsibilities for their sibling with a disability compared to children-less adults, while marriage 
was not a significant factor is predicting future caregiving expectations (Burke et al., 2012). 
Being a lone sibling to a person with disabilities is a predictor of future caregiving (Burke et al., 
2012). Lone siblings are also more likely to choose more volunteering activities as well as a 
care-centered career (Taylor & Shivers, 2011).
Another study found that families do poorly in preparing for the future of disabled 
children. Long-term caregiving responsibilities for a person with disabilities include creating 
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residential and financial arrangements, securing legal guardianship, and providing 
companionship and emotional support (Burke et al., 2012). Despite the number of arrangements 
that must be made for the future of an individual with disabilities, however, few families began 
early in assessing their options, and few included future care-giving siblings in the decision 
making process (Arnold et al., 2012).In addition to the financial and residency concerns 
associated with the future caregiving of a person with disabilities, young adults may consider 
whom they marry and beginning their own family based on their sibling with disabilities (Horne 
et al., 1988).
In order to ease the transition into adulthood for young adults that plan for both 
themselves and their siblings with disabilities, services such as support groups and printed 
materials identifying effective coping methods have been found to be desired by these future 
caregiving siblings (Heller & Kramer, 2009). Heller and Kramer (2009) also found that siblings 
had wished for workshops they could have attended earlier, along with their parents, to make 
these future arrangements. Given the minimal support services provided to adult sibling 
caregivers, it is important to examine how young adults negotiate their futures with the few 
support services, their sibling relationship, and family expectations in mind.
Directions for Future Research
The major limitation within the literature on disability and family systems is that few studies 
focus specifically on the influence of the sibling relationship and family dynamics of young 
adults’ developments of future aspirations (Heller & Arnold, 2010). Much of the research works 
to identify the nature of the sibling relationship or the pathology of the outcomes on the 
typically-developing sibling (Heller & Arnold, 2010). The research also suffers from sampling 
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limitations. A common sampling limitation is the focus on juvenile participants (Heller & 
Arnold, 2010). Another sampling limitation is that the sample sizes are typically small-selected 
by convenience, and not representative of a more general population (Heller & Arnold, 2010). 
While Orsmond and Seltzer (2007) had an adequately large sample consisting of 154 
participants; normally samples only include about twenty to fifty participants (Hodapp et al., 
2005).
This research will examine how the relationship with a sibling with disabilities and the 
family systems impact the ways that young adults imagine and plan for their futures. Through 
qualitative interviewing and analysis, I will propose the following research purposes. First, I 
hope to understand how families of individuals with disabilities function. Second, I will examine 
the specific aspects that define and give meaning to the relationships between siblings as the 
typically-developing sibling reaches adulthood. Finally, I wish to identify how sibling 
relationships and family systems impact the young adult’s future planning and aspirations and 
the types of support that may be relevant to their needs.
The findings of this research promise both theoretical and pragmatic benefits. With more 
specific information about the ways that young adults define their sibling relationships and 
family structure, insight can be gained into why they perceive their futures to be a certain way, 
and how they develop aspirations based on those perceptions of themselves, as well as their 
disabled sibling. By determining the extent of the sibling relationship and the family processes, 
adequate support services can assist young adults that may feel a sense of responsibility for their 
disabled sibling in order to provide certainty and stability for them in planning for their future.
*Please refer to Appendix A for summaries of the literature reviewed
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Methods
Research Population and Recruitment Methods
Sample: The research sample was comprised of individuals between the ages of 18 and 
26 who grew up living with a sibling with a disability. Given the fact that many young adults are 
living off at college, or independently away from their parents, I required that the participants at 
least lived with their sibling during childhood, adolescence, and possibly even early adulthood. 
The disability type was operationalized broadly in order to include a wide-range of participants. 
The disability types were intellectual, developmental, physical, or mental illness. In the most 
general sense, the disability must impact the individual’s ability to care for themselves daily and 
independently from their family.
Recruitment Methods: I began the recruitment process by using web-based support 
groups and forums for siblings of individuals with disabilities. I put up the recruitment post 
(Appendix B.1) on these message boards to spread the word about the participation opportunity. 
After meeting my first participant through online methods, he referred me to the Massachusetts 
Sibling Support Network (MSSN), and they sent the recruitment flier (Appendix B.2) to their 
members. I had luck in being able to recruit a few more participants with the help of MSSN. The 
Facebook group “SibNet” is a nation-wide support group and message board for the sibling 
community. I contacted potential participants on Facebook who were members of this group. 
The last method for recruitment was snowball sampling. As I am too the sibling of an individual 
with disabilities, I knew of a few other siblings within my age range that were willing to take 
part in interviews for data collection purposes. I recruited a total of five women and three men
using these varying methods.
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Materials, Methods and Analysis
Data Collection Procedures:The inductive research approach made use of qualitative 
interviewing and descriptive analysis to interpret the experiences of young adults with siblings 
with disabilities in an attempt to better understand the complexity of the sibling relationships, 
their families’ systems of function, and the impacts on future planning. After potential 
participants had been selected and agreed to take part in the study, I provided them with 
information about the study, as well as the informed consent form (Appendix C.1), via email. In 
the email I described the general purposes and procedures of the study. I then reviewed and 
collected participants’ signatures for the informed consent form at the time of the interview. The 
duration of the interviews was between forty minutes and one hour and all were audio-taped with 
the participants’ permission. A majority of the in-depth interviews took place in a quiet location 
on the Boston College campus, located in Newton MA. Two of the interviews took place via 
Skype, a web-based application for video-chatting. In these two cases the informed consent form 
was emailed to the participant, signed, and faxed back prior to the time of the Skype interview.
Informed Consent Procedure: I performed the informed consent procedure. I was 
certified in October of 2013 in the National Institutes of Health’s Office of Extramural 
Research’s web-based training course titled “Protecting Human Research 
Participants”(Appendix C.2). Within the informed consent form the participants were 
encouraged to ask about anything they needed clarification on at any point throughout the 
interview. Additionally, I verbally encouraged and urged the participants to ask any questions 
they had after reading the informed consent form and prior to the interviewing beginning.
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Instrument: The interviews were semi-structured and the questions were designed to 
begin the conversation and guide it as needed. Because the perspectives of young adult siblings
are often overlooked in disability studies, the interview questions (Appendix C.3) were semi-
structured to allow an array of opinions and ideas to emerge from the responses. In general, the 
questions were aimed to examine family structure, the sibling relationship, and future 
aspirations. I asked the participants about the strategies their families’ have used, and use 
currently, to cope with the needs of the disability. Participants were also asked about the ways in 
which they give meaning to their sibling relationship, such as the roles the siblings play in one 
another’s lives. The final inquiry I discussed with the participant was the role they have, if any, 
in the future planning of their disabled sibling, as well as their own personal aspirations and 
motivations.
Concepts: Central concepts for this research included “disability”, “family systems”, 
“sibling relationships”, and “future aspirations”. The criteria for the disability of the participant’s 
sibling were either intellectual or developmental delays, physical impairments, or mental illness. 
These disabilities were often times accompanied by severe learning deficiencies, but the 
operational definition of disability in this research excluded sole learning deficiencies if they 
were not in combination with a developmental, intellectual, physical disability, or a mental 
illness. The participants were asked to describe their sibling’s disability in the interview as a way 
of understanding how informed they were of the severity and extent of the impairments. An 
example of a question I asked was, “how did you come to understand your sibling’s disability? 
How were you first informed?”
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Family systems were defined as the processes of interaction between a family which 
socialize its members into certain roles and to hold particular values. I examined the functional 
systems of the participant’s family as a whole as opposed to just the sub-system of the sibling 
relationship in isolation from the greater system. The family systems perspective shows families 
as interdependent systems that cannot function without the participation from all its members. I 
asked the participants questions about the strategies used by their families to manage the care 
needs of the disability. I also asked the participants about the roles and responsibilities of their 
family members in order to understand how the system has affected the sibling relationship and 
the future plans of the typically-developing sibling.
Sibling relationships were the relations between the young adult participant and their 
sibling with disabilities. The criteria characterizing sibling relationship is that individuals must 
be blood-related. I asked the participants about the aspects that define, and give meaning to, the 
relationship with their sibling. I began by asking the participants to describe their perceptions of 
the quality of their sibling relationships and the extent of contact between the siblings. I asked 
the participants to describe the role they play in the life of their sibling, as well as the role that 
their sibling plays in theirs. I also asked them to explain the role they expect to play in the life of 
their sibling in the future.
Young adulthood is typically a time spent planning for the future. As a result, future 
aspirations serve as a ground for identifying to what extent the typically-developed individual is 
negatively or positively impacted by their sibling relationship. Future aspirations referred to the 
strongly desired goals and ambitions of the young adult participants. The participants were asked 
about their general long-term life goals – such as choice of college or career, marriage or 
children – and the degree to which these plans include their siblings. I also examined the 
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influence of the larger family system on the future planning of the young adult. An example of a 
question is, “have your parents ever discussed your future with you? And if so, have they ever 
brought up the living conditions of your sibling as well?”
Demographic information “such as gender composition, birth order, number of siblings, 
and involvement, are important predictors of siblings’ caregiving activities directed toward their 
brother or sister with an intellectual disability” (Taylor and Shivers, 2011, p. 264). In addition, 
these demographics are the focus throughout a majority of the literature, as they are also 
elements of an individual’s identity. Age, gender, race, education, parents’ marital status and 
number of persons in the family were collected by self-report from all participants.
Data Analysis: I followed the strategy for qualitative analysis recommended by Rubin 
and Rubin (2005). Given that the interviews were audio-taped, I was able to familiarize myself 
with the interview immediately after it has ended. While I re-played the audiotape I created a fact 
sheet where I recorded possible coding categories for transcriptions, as well as outlined the 
strengths and weaknesses of the interviewing procedure in order to improve my instruments for 
future interviewing purposes. Throughout this fact sheet I also made a point of emphasizing my 
general impressions of the interviewees, such as how they responded to certain questions, their 
mannerisms, body language, etc. Another step I took in familiarizing myself with the data was to 
review the field notes that I took during the audio-taped interview. I also used the fact sheet to 
record each participant’s characteristics and to categorize and organize the key phrases and ideas 
that he or she conveyed.
Before I conducted any interviews, I began by reviewing the literature to develop 
preliminary coding categories for later transcriptions including: experiences with the sibling with 
disabilities, sibling relationship characteristics, roles within sibling relationship, and future 
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aspirations. After each interview I evaluated and re-organized codes and create additional codes 
as needed. I worked from partial transcriptions, meaning that only the parts of the interview that 
were most relevant to the research themes and preliminary codes were included in the coding 
process. Upon inspection of my first list of codes I began to code hierarchically, combining some 
themes into more general ones. I placed all segments of text that had been coded the same way 
into a single file, examined them together, and wrote a summary for each file. This process 
allows themes to emerge across interviews and helped me to draw conclusions.
To ensure the validity of the research analysis and subsequent results the use of low-
inference descriptors, such as verbatim quotations, were used. Low-inference descriptors helped 
to ensure that I did not misread what the participants were actually trying to say.  Another way 
that I aimed to validate my results was to search for, and report in the thesis paper, any negative 
cases. Finally, my analysis approach and data interpretation was under inspection by my thesis 
advisor, who specializes in qualitative interviewing and analyses.
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Results and Analysis
“He’s Made Me a Way Better Person”
When asked about the positive outcomes that had emerged from the experience of having 
a sibling with a disability, the participants all expressed a degree of gratitude for it having made 
them more holistic people. Across disability types, sibling relationships, and family systems this 
theme remained consistent. They reflected on how the experience had made diversity a normal 
aspect of daily life, which in-turn made them more aware and accepting of others who also 
appear deviant compared to normative society. An indifference to diversity as a personality 
characteristic was regarded as the most valuable life lesson that had been gained. The experience 
of seeing someone struggling through adversity on a daily basis had given these young adult 
participants a unique and humane perspective that is hard to be gained without direct exposure to 
marginalized groups.
The young adult siblings were able to recount how the experience had affected them 
because they had grown up constantly faced with situations that made them reflect on how their 
family situations were different from that of their peers. As participant A said in referring to a 
childhood realization that his sister had a disability, “okay this is fundamentally different than 
my experiences with other people” (A). Participant H had comparable insight about coming to 
recognize his brother’s disability as a child, “I saw my friends all running around and wrestling 
with their brothers and I feel like that made me realize that my situation was not the same as 
theirs” (H). By becoming aware of how diverse their families’ lives were from that of their 
friends’ and classmates’, they also became aware of how their unique personality characteristics 
developed. Their ability to self-reflect on how they had been impacted by having a sibling with a 
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disability had also given them the consciousness of how much more accepting they are of 
marginalized groups in comparison to other young adults their age.
Acceptance and veering away from first-sight judgment was a major emphasis in regards 
to the participants’ personality development. With their siblings having to navigate a completely 
different world from those without disabilities, these young adult participants were more inclined 
to accept others that they meet who also don’t conceit to social norms. Participant A said that 
frequent situations with his sister being in various hospitals prompted “acceptance and continual 
curiosity” (A) for him in being exposed to people across different disability types. Participant H 
had alike thoughts in his reflection on experiences in different hospital spaces growing up 
saying, “I could never be the kind of person that looks at someone weirdly without knowing their 
story” (H). In reflecting upon her and her sisters’ experiences growing up with their Autistic 
brother participant G said,
“My sisters say the same thing as me: I think becoming non-judgmental is a positive
outcome. Me and my sisters all say that because we have a brother with special needs, and 
because since he has Autism his disability isn’t that visible, if I see a kid acting out in public I 
don’t assume that he’s just spoiled and throwing a tantrum they might actually have a special 
need” (G)
Similarly, participant C stated she is “not judgmental”, but would not have this level of 
acceptance if she “didn’t have a brother with a disability” (C). She summarized her thoughts by 
saying that the experience has made her “more knowledgeable not to ever judge anyone” (C). 
Her sibling’s disability is comparable to that of participant E’s sibling in terms of being non-
verbal and thus have difficulties communicating. Participant E described similar feelings towards 
being non-judgmental. He had discussed how people’s staring at his brother when they were out 
in public has ultimately made him “not quick to judge anyone” (E). Although both of these 
participants’ siblings were quite low-functioning and completely non-verbal, they expressed 
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nothing short of positivity regarding their sibling relationship. I also found that even the young 
adults with high-functioning siblings with disabilities felt that their experiences had given them a 
greater degree of acceptance.
Another female participant, D, expressed varying degrees of positivity about the sibling 
relationship with her relatively high-functioning sister who lacks in social skills and learning 
capabilities. Despite her feelings towards her sibling relationship, she responded much like the 
other participants to the question about positive outcomes of the experience. She said that her 
major take-away was developing the ability to not cast judgment quickly or harshly. In 
describing situations of first-encounters participant D said, “If I meet someone in society that is a 
little different, instead of being like ‘why did they say that?’ I’m just very accepting [of them]” 
(D).
The non-judgmental attitude that these participants discussed stems from a normalization 
to, and awareness of, diversity among others. Participant A said that for the sheer fact that there 
are specific “spaces” (A) for people like his sister, such as hospitals and special education 
classrooms, is a reality that made him recognize how different people are in terms of their 
capabilities. In addition, his recognition of diversity prompted his interest in learning more about 
types of disabilities and raising awareness for the community. Another participant expressed a 
similar sentiment of recognizing that diversity among others exists. Participant D described her 
awareness as a motivation in “defending and sticking up for those who are being bullied or made 
fun of” (D) because of something that sets them apart from the norm. The need to stand-up for 
those who are less able to defend themselves also translated into volunteerism within 
organizations related to disability. Participant D took part in the Best Buddies program 
throughout high school into the beginning of her college career when she then became involved 
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in the Campus School at Boston College; while both she and the above-mentioned participant A 
volunteered for the Special Olympics.
In general, the young adult participants associated the positive aspects of their identities 
and personalities with the experience of growing up with their brother or sister with a disability. 
Participant B said that if her brother had developed without a disability that she “probably 
wouldn’t be as compassionate” (B) as she is. Another female participant had a similar state of 
mind describing herself as “sympathetic about people’s feelings” (C). She additionally said that 
she “just wants to take care of people” (C) as she talked about her nurturing personality type. 
Participant H said that he feels like he is “more conscious of other’s feelings” (H) as a result of 
living with a brother with severe physical disabilities. This theme of extreme compassion and 
empathy for others seemed to have an impact on the participants’ career choices and other 
expectations that they held for the future.
Siblings as Career Inspiration and Motivation
Among the young adult participants, career choice was another theme that was associated 
with the experience of growing up with a brother or sister with a disability. Many of the careers 
that these participants had, or were studying for, were heavily centered on either disability 
activism or within the medical field. The participants indicated that either their career choices, or 
their motivations to perform well within their jobs, were in some way a result of having a sibling 
with a disability.
As a financial advisor to families planning for two-generations, participant C expressed a 
desire to help siblings similar to her, which she said had prompted her interest in that particular 
field. She acts as an advisor for parents, siblings, or both, who are planning for the future and 
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accounting for a family member with a life-long impairment. Participant A had also chosen a 
career based on his own experiences with disability. After becoming interested in disability 
issues and family systems through personal research in recent years, he now has a position on the 
Board of Directors of a local organization that provides support to siblings of special needs 
individuals.
Care-centered professions within the medical world were another set of distinct careers 
that related to the experience of having a sibling with a disability. Participant D narrated a story 
about her recent revelations concerning her sister’s impact on her decision to become a nurse. 
She highlighted the fact that the role she has played for her sister over the years may have 
impacted her interest in the nursing field. She summarized her insight by saying, “Maybe I’ve 
always had that nurturing and caring role”, which nurses must play, “because I did have to play 
that role growing up” (D). Although participant’s D’s sister was relatively high-functioning in 
terms of her disability, on the other side of the disability spectrum is the brother of participant E. 
Participant E’s brother requires around-the-clock care as he has severe verbal and physical 
disabilities. Although the disabilities of their siblings varied greatly, participant E expressed 
similar feelings to those of participant D relating to his decision to enter the nursing field. He 
attributed his role of caring for his brother to the reasonhe is working on becoming a nurse by 
directly saying, “My brother is one of the reasons I actually want to do the nursing thing, because 
I am just so used to taking care of him” (E). He went on to discuss situations he encounters at the 
hospital he works in at the moment where he must deal with patients’ uncontrollable bodily 
fluids and functions and described a great ability to handle it all with a sense of ease and 
normalcy, especially in comparison to some of his co-workers.
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Participant B was another respondent who had a career within the medical field. As a 
dietician, she provides supplemental nutrition regimens to patients at the local-area Boston 
hospital where she works. Although she did not explicitly indicate that her career choice was due 
to the fact that she grew up with a brother with a disability, she did certainly discuss how her 
day-to-day motivation at her job is fueled by her nurturing side, which she attributed to the 
experience of caring for her brother over the years. In one specific story she talked about a 
patient of hers having cerebral palsy and immediately asking all of the nurses to pay “special 
attention” (B) to the patient. She added that this was not one sole instance where she made this 
request either, she described herself as very mindful of the patients that have disabilities. Another 
way in which she showed her compassion towards a patient with a disability was the story she 
told of another individual with cerebral palsy. This particular patient enjoyed getting her finger 
nails painted and so participant B went to the hospital gift-shop after her shift had ended to get 
nail polish and then proceeded to stay to paint this woman’s nails. Although participant H did not 
work within a care-centered or disability-related career, he did mention his role as a brother to a 
person with disabilities as being a source of motivation for him in his bank job. He stated, 
“Whenever someone with disabilities comes in, or someone appears to have some sort of delay, I 
usually am the one who likes to deal with them because I know I have the patience for it” (H). It 
is stories and situations such as these that demonstrate the true compassion that these young 
adults developed as a result of the roles that they have played in the lives of their special needs 
siblings.
The participants’ relatable descriptions of becoming well-rounded and altruistic people as an 
outcome of their experiences with their siblings with disabilities evidently affected their career 
choices and motivations. As participant B noted about the overall impact of the experience, “I 
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wouldn’t have been the person I am today” (B) if her brother had not had a disability. In the 
coming analysis sections, the nurturing, protective, and caring aspects of their personalities can 
be seen in the roles they play within their family systems, as well as within the sibling 
relationship sub-system. While each family varied in their systems, subsequently they varied in 
their preparations for the future of the siblings as well. While all the participants expressed 
willingness to care for their siblings when their parents are no longer able to, this voluntariness 
was more attributed to having played that caregiver role all their lives than it was to any 
preparations or expectations the family had established for the future.
Unique Family Systems and Future Planning
Among the data, the most variations lied within the participants’ family systems. Each family 
had diverse ways of coping and adapting with the forever-changing needs of a member’s 
disability. The fact that every family had different methods and strategies in terms of managing 
care needs highlights an aspect of the family systems theory, which is that each family has a 
system unique primarily to them. While there were few similarities among the family structures 
in how they dealt with the needs of a member’s disability, there was an overall theme of the 
participants normalizing their family situations. With that being said, there was an emphasis on 
the mutual support provided by all family members as a means of coping as opposed to seeking 
help outside the system through public and social services.
A majority of the participants described a high-level of cohesion among their family 
members. The most important aspect in creating a functional family system was the ability to 
communicate well with one another to organize the day-to-day care needs of the member with a 
disability. According to the sibling interviewees, being aware of, and attentive to, the needs of 
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each and every member of the family was the key to an efficient family system. The participants 
placed far more importance on having a family that they can lean on during the difficult times 
than they did the use of any services outside the boundaries of their family system. With that in 
mind, many of the participants expressed a degree of hesitation in reaching out for support 
through any services such as local support groups, or private therapy. If one is trying to make 
their family situation appear to be as normal as can be, keeping issues inside of the family is 
vital.
The more physically-related the disability was, the more frequently these families used social 
services. For example, participant G’s Autistic brother did initially require “a lot of early 
intervention stuff, but as he got older he didn’t need a lot of those services anymore” (G). In the 
case of participant E though, his brother’s disability was primarily marked by physical 
impairments, which requires around-the-clock care. In the three-hour window between when his 
brother’s adult day program ends, and the time his parents return home from work, two state-
appointed caregivers provide the necessary care in their family home. In almost an identical 
situation was that of participant H’s family. A state-provided caregiver goes each afternoon to 
care for participant H’s brother with varying physical disabilities. The brother of participant B 
also required constant care, and being headed by a single-parent household, the family also uses 
a state-appointed caretaker during the afternoon period between the adult day program ending 
and the father returning home from work. Aside from these situations, the participants’ siblings 
with intellectual and developmental disabilities managed the varying care needs through the 
delineation of roles and responsibilities among family members.
The systems of each of the participants’ families were primarily based on the type of 
disability. Among all of the participants, there was a particular importance placed on the ability 
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of their families to be flexible and accepting of unexpected situations that are sure to arise. As 
participant A said, “You have to accept the unpredictability that life will bring having a sibling 
with a disability” (A). Every new day can bring about a challenge that must be dealt with, and 
being able to communicate well with one another to cope and adapt to certain situations is 
imperative within families with a member with a disability. According to participant B, there is 
always a “new normal” (B) in terms of the disability and in which entails the family members to 
adapt accordingly.
Participant B reflected on her own day-to-day life with her brother and commented that “this 
is just kind of what life is – big and messy” and her own peace-of-mind comes from being able 
to “acknowledge and accept that this [a sibling with a disability] is part of your life, and that life 
is a whole lot messier than we think” (B). By “big and messy”, participant B was referring to the 
unexpected crises that are bound to happen with an individual with disabilities. A similar 
participant also discussed having to be flexible and accepted of these sorts of unanticipated 
instances saying, “There have been times where I have had to come home from school to watch 
my brother” (E). Participant G said that she too helps her parents in a similar way. She noted 
that, “Whenever my parents are working I’m usually the one watching him at home, or if I have 
to go somewhere I can take him with me since he can’t stay at home by himself” (G). The 
capacity to adapt quickly and without harboring any feelings of resentment was an aspect of their 
family systems that the participants discussed as being beneficial. Participant E said that his 
family will “just go with it” in regards to handling abrupt situations, and “figuring it out as we 
go” (E). Similarly, participant H noted that “it’s important to just go with the flow” (H).
In order to adapt in a functional manner, there must be a degree of awareness of the needs of 
all the members of the system. The participants talked about not only being mindful of how their 
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siblings needed their care, but also of how their parents require some support as well. Participant 
A said that in addition to “trying to help” his sister with various disabilities, he would 
simultaneously be “counseling” (A) his mom through a given situation. Temporarily alleviating 
their parents of the stress and responsibility of the disability was another way in which the 
participants provided support to their parents. Participant C discussed the importance of visiting 
her family home frequently to help care for her brother and relieve her mother who cares for him 
all day long. This same participant said that she will come to the family home on weekend nights 
to give her parents a night-out. Participant H had said that he comes home to “hang out” (H) with 
his brother if his parents are wishing to go out. Similarly, participant E also says he will stay 
home with his brother to give his parent’s the opportunity to go out because “they don’t really 
get to go out that often” (E). As participant B said referring to herself and her other typically-
developed sisters, “We were the aids” (B) in terms of constantly caring her brother with a 
disability.
Given that each family had varying ways of managing the care associated with a particular 
type of disability, they were also unique in their levels of preparation for the future. Parents do 
not normally outlive their children, and with that being said, arrangements must be made for the 
individual with a disability for when the time comes that their parents are no longer able to take 
care of them. There was a spectrum of preparedness in terms of the discussions about, and plans 
made for, the future by the participants and their families. Some participants said they have 
talked about the scenario with their parents at one point or another, but have not yet set any plans 
in stone. Other participants discussed being fully prepared for when the time comes where their 
parents cannot care for their sibling any longer.
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When asked about any plans participant A and his family have made regarding his sister with 
a disability he responded, “It’s funny because we have talked about it, and a lot actually, but we 
haven’t ironed anything out” (A). This was a commonality among most of the participant’s 
families of there being much discussion about what will happen down the road, but little action 
in terms of preparing for it. The degree of planning they all have done to this point, and how 
frequently these conversations occurred, are the parts that differed among the participants’
families. These variations seemed to stem from the uniqueness of each family situation. 
Although participant A said that him and his family “have been talking about this [the future] for 
a while” (A) no concrete planning has been done due to financial constraints in living in a single-
parent household.
Participant G expressed a similar family situation where no preparations had yet been made 
because of a certain constraint as well. Her Autistic brother may one day have the capabilities to 
live independently, and that is certainly the family’s hope. Participant G explained, “Nothing is 
planned at the moment”, in regards to any future preparations for her brother, “because I guess 
my parents don’t know exactly how he’ll be able to live when he gets older” (G).
Another distinctive family situation comes from participant B. After her mother recently 
passed away, the thoughts about who will care for her brother after her father no longer can 
became more immediate and pressing. She commented having indescribable respect and love for 
both of her parents but highlighting that “some people just aren’t prepared” (B). Care 
arrangements became far more difficult to manage with the loss of a parent, and it was actually 
this tragedy that sparked further conversations about what is going to happen when her father is 
gone as well. Given that the family owns the property that they currently reside in, it is just a 
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matter of deciding who will care for her brother out of participant B and her two other typically-
developed sisters.
Both participants D and F similarly had situations which can explain their families’ levels of 
preparedness for the future. Both of these participant’s siblings were high-functioning and may 
not require care from a family member years from now. Subsequently, no preparations have been
put in place just yet because it really depends on the development or progression of the 
disability. Participant F mentioned that she believed her parents would want her and her brother 
to “be there for each other because we [they] are siblings” (F), but given the potential that her 
brother has to live independently someday down the road the family has not made any definitive 
arrangements for his future quite yet. Aside from these cases where the future appears to be more 
undefined, two participants expressed a readiness for the future, or whenever the time comes 
when their parents cannot be their sibling’s caregiver any longer.
Participant E said that his parents had “just recently made out a will” (E) when asked about 
what preparations him and his family have made already for the future. Given that participant E 
is the lone sibling to his brother with disabilities, it has always been anticipated by both himself 
and his parents that he would eventually become the primary caregiver after his parents no 
longer can. His parents created this will to ensure that he and his brother were taken care of if 
anything were to unexpectedly happen to them. Participant C also described her family as being 
ready for the future by saying “we have it all planned out” (C). Both her mother and her father 
were disability professionals, her father being a financial advisor to families with a member with 
disability, and her mother working for a local organization for disability activism. These parents 
were responsible for all of the arrangements that had been set in motion. Whether these families 
were ready if the unanticipated were to happen tomorrow, or even if very minimal planning had 
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been done, the levels of preparation were dependent upon their particular family system and 
situation.
The ways in which the families managed the care needs of the member with the 
disability, as well as made preparations for their future, exemplified the distinctness of each 
family system. Given that the contexts in which each of these families operated within were very 
different, their organization of the day-to-day care needs and preparations for the future were 
also distinct from one another. The most definitive plans for the future for the individuals with 
disabilities were more related to their relationships with their siblings, as opposed to the larger 
family system. These participants will likely become the longest family members their siblings 
with disabilities will have within their lifetime. With that being said, the participants will also 
more than likely have the final say in the living and care arrangements of their sibling for the 
future. Each participant had their own vision of a “good life” for themselves and their sibling, 
whether they adhered to their parent’s wishes and preparations or not. The future expectations of 
the participants to be actively involved in the lives of their siblings were very much so reflective 
of the role that they have always played in caring for their sibling.
Sibling Relationship and Role Accountability
When it comes to becoming “better” people, the relationships these participants had with 
their siblings with disabilities was one aspect of their experiences that truly exemplified that 
identity development. Regardless of any preparations that had, or had not, been made concerning 
the member with a disability and the future, the participants expressed a willingness to look after 
their siblings after their parents are no longer around. Across all the disability types, family 
situations, and past interactions with their siblings; the participants imagined that the role they 
will play in their sibling’s future life will come from the role they have always played.
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The degree of role accountability that the participants described anticipating for the future was 
related to the past and present nature of their sibling relationship.
Participant A described doing “the little parent thing” (A) in his family growing up, which 
was a theme that surfaced among the participants to follow. The parental-child role was mostly 
associated with an undeniable feeling to care for, and protect, their sibling with a disability. 
Participant B’s insight adequately defined this role; she said,
“I grew up with an overwhelming sense of responsibility. When I was little I definitely felt 
like I played a parent role for my brother, it was my role to take care of him, I have taken care of 
my brother my entire life” (B)
Part of this role of acting more so like a parent than a child is heavily associated with the 
responsibility factor. The degree of responsibility that will inevitably fall upon the family 
members of an individual with a disability is undeniable, which these participants conveyed to 
me as well. “We were always talked to like adults and were handed consequences like adults” 
(B); participant B followed her discussion of defining her parental-child role by relating her level 
of responsibility to that of an adult’s. An interesting aspect that surfaced was that similar to the 
ways in which parents feel about their children, participant B said she “liked taking care of him 
[her brother] in ways that he might not recognize” (B). Participant H expressed a similar 
sentiment in saying, “I don’t really mind taking care of my brother and helping out if my parents 
aren’t around or something, I feel like when it’s your sibling you don’t even think twice about it” 
(H). Participant G had a related statement, “My brother can do a lot of things independently, but 
for the things he can’t do I’m here to help…like I’m usually the one who will help him with his 
homework if he needs help” (G). This notion of the value of the sibling relationship helps to 
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better understand the level of responsibility that these participants feel in caring for, and 
protecting, their brother or sister with special needs.
In addition to feeling responsible for caring for their sibling, the participants expressed a 
similar sentiment about being protective of them as well. The participants narrated varying 
scenarios in which their siblings were being discriminated against because of their disabilities 
and their uncontrollable reactions. Participant E recounted a story from his childhood where 
another boy was teasing his brother and he “just popped him in the face…I feel like I am his 
protector” (E). Participant H shared similar insight concerning a time when his brother was being 
teased and where he “immediately, without a bit of hesitation, just shoved the kid to make him 
stop” (H). These stories exemplified the participants’ needs to defend their siblings against social 
discrimination. Participant D described a story where she also tried to protect her sister from a 
particular hardship. She discussed this childhood memory when she came home to her sister 
having a tantrum as a result of her behavioral disability. In an attempt to end the crisis and shield 
her sister from any blame or punishment, participant D kept asking her parents “what did I do” 
(D), as in what did she do to create this situation? Although this theme of acting as the protector 
was common among all the participants, it was extremely prevalent within these two 
participants, whom were both the younger siblings to persons with disabilities. The younger 
sibling acting as the older one was a common aspect that emerged from this parental-child role.
The participants who were younger than their siblings with disabilities exemplified an age 
cross-over aspect within the sibling relationship in which they played more of the older brother 
or sister role compared to their sibling. As participant D said, “I’m younger in the age sense” 
(D), this was an idea that was reiterated by all of the participants with older siblings with 
disabilities.  At some point while growing up, and which in most cases had occurred sometime 
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during childhood, there came a turning where the participants surpassed the maturity level and 
most developmental milestones of their siblings. Intellectual and developmental disabilities will 
hinder an individual’s capacity to progress and places them on a sort-of plateau in terms of 
development where they may experience increases in developing skills and such but it takes 
them much longer in comparison to someone without a disability.
The developmental progress of the sibling with a disability was much longer than that of the 
participant, and there are some things that these individuals with disabilities will never be able to 
do. In characterizing herself in relation to her older sister with a disability Participant D stated, 
“As I got older, I became the older sister…experiences that she should have been having first, I 
was having first” (D). Participant E uttered a parallel statement about his older brother with 
disabilities by describing him as “the older younger brother” (E). Similarly, participant F 
described feeling like “the oldest child” (F) despite having a brother older than her. Much of the 
difficulty in having an older sibling with a disability for her was seeing his peers “all going off to 
college” (F) and her being “the first to graduate college” (F) out of all her siblings. The 
participants who were younger than their siblings with disabilities established their roles as the 
older siblings regardless of age. After participant D had said that the older she got the more like 
the older sister she became she then added, “I was protective of my sister” (D). The age cross-
over of the participants is one example of how they play a parental-child role in that their 
maturity came from caring for, and protecting, their older siblings with disabilities. Given the 
level of responsibility that the participants described taking upon themselves growing up, as well 
as still to this day, it is no surprise that they expect to continue to play this same parental role for 
their sibling as time goes on.
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The participants expressed a desire to care for their siblings when their parents are too elderly 
to do so. This degree of role accountability certainly stemmed from the participants having had 
more of a parent and child-styled sibling relationship, rather than a companionship, which is how 
the sibling relationship is typically thought of as. Although this aspect of the sibling relationship 
certainly influenced their willingness to continue to care for their siblings in the future, many of 
the participants also described a companionship characteristic which can also serve to explain 
their continued commitment to their sibling. In thinking about the relationship between typically-
developed siblings, a level of reciprocity and equality within the family system usually comes to 
mind. Even though disability may have prohibited the siblings’ abilities to be self-sufficient and 
not depend on those around them, the participants still described elements of sincere friendship 
within their sibling relationship which has played a part in their dedication to bettering the lives 
of their brothers and sisters.
When participant C was asked to describe her sibling relationship she immediately 
characterized it as a “companionship” (C). 
“It’s the kind of thing where if I’m going to the movies and I am just at home I’ll be like ‘oh 
James you’re coming with me!’…and he loves it, he will go run and put his shoes on because 
he’s so excited. It’s the most comfortable companionship you could ever imagine” (C)
The ability to share in common activities and interests together appeared to strengthen the 
companionship aspect of the sibling relationship. Participant G similarly noted about her Autistic 
brother, “If my brother wants to go out somewhere or do something he will ask me, as far as like 
having fun and going to the movies goes…I feel like I’m the one he goes to” (G). Participant E 
described the nature of his sibling relationship as “just like normal brothers” (E). Although his 
brother’s disabilities force him to be physically dependent on those around him, the siblings were 
able to maintain a friendship level within their relationship. Participant E said that he and his 
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brother “got along great”; the two enjoyed each other’s company “just hanging out” (E) with one 
another. The family has a pool in their back yard also, which was another activity that the 
brothers could enjoy with each other. Participant H also said that he “enjoyed doing things and 
activities” that him and his brother “have fun doing together” (H). As siblings tend to be close in 
age with one another, they often serve as a source of independence for one another, away from 
parental and authority figures. The participants painted a similar picture within their sibling 
relationship.
“What’s important to me is that I really want her to be independent in the way that she sees 
herself and so I try to give her a space where she’s not living with my mom or thinking of herself 
in that way, but rather generating ideas about what her life can be” (A)
Participant A’s insight was interesting in that it more characterized how we think of the 
sibling relationship between typically-developed individuals, rather than when disability is 
involved. He added, “I try to be there as a release for her from my mom” (A). Given that the 
disabilities typically restricted these siblings’ individual freedoms, the participants served as that 
outlet for their siblings where they could be completely self-expressive. There is a similar factor 
of shared experience within this companionship aspect of the sibling relationship. As participant 
A said after his insight on fostering his sister’s independence away from their mother, “we can 
talk s*** about our parents together” (A). In his portrayal of the time surrounding his parent’s 
divorce he talked about his sibling relationship as a source of support in that they were “able to 
be there for each other” (A). Having one another to confide in about family issues bolstered the 
egalitarian aspects of the sibling relationship. In discussing the recent loss of her mother to 
cancer, participant B brought up the topic of her brother’s emotional and behavioral states at that 
time. She noted that although he was experiencing difficulties in his school program around that 
time, her and her sisters were “at the bar a little too often” (B). Coming from the shared 
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experience of losing a parent, participant B was able to rationalize this logic with her father in 
recognizing that his behavior was simply a manifestation of his grief, which his sisters were 
similarly displaying. Related to the idea of shared experience was the siblings’ ability to 
communicate with one another, which was mutually-supportive to both siblings.
Participant C’s brother being non-verbal was limited in the ways in which he could 
communicate. She said that she and her brother rely on one another for “affection” (C) given that 
this is his primary way of expressing his love. The siblings are both able to communicate and 
understand their love and gratitude for one another through hugs and kisses. Participant A’s 
sister was more high-functioning, but this same emphasis on communication surfaced. “Often 
times I will kind of push her gently, or give her some feedback and help her with things” (A), 
participant A said in discussing his ability to communicate things effectively to his sister. 
Effective communication certainly helped in maintaining a companionship between the siblings, 
but the most important element involved in this was reciprocity in communication and support.
Participant A defined his sibling relationship as partially based on reciprocity by saying, “it 
feels like we’re kind of equals where we support each other” (A). He continued, “We have 
reciprocity, like when I have my own issues and stuff going on she’s really good at being 
perceptive, like what I do with her” (A). Despite the fact that their siblings do not reciprocate the 
same sort of instrumental or care-related support that they provide, the participants expressed 
gratitude for the type of emotional support that they siblings always give in return. Participant C 
described her brother as being someone she can always depend upon to lift her spirits and be 
aware of times when she is not being her usual self. She said that whenever there is a time where 
she is crying or visibly upset her brother will be the first to “run up and give me a huge hug” (C). 
Comparable to the ways in which friends are able to turn to one another for comfort during hard 
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times, the participants were also able to have that element in their sibling relationship. Friendship 
is often thought of as closely related to the sibling relationship, as well as attributed for siblings 
remaining in close contact throughout their lives. This same idea is applicable in explaining the 
degree of commitment and responsibility that these participants felt regarding their siblings with 
disabilities and the future.
In terms of the participants playing more of a parent-type role with their siblings, there were 
not many discrepancies. Whether they explicitly labeled themselves that, or simply alluded to it, 
the sense of responsibility for their sibling that they all described is what defined the parental-
child role. Caring for their siblings was not the only element of the sibling relationship though; a 
majority of the participants also discussed a level of companionship as well. When it came to this 
friendship aspect, there were some negative cases. As participant D has said, “I was her friend, 
but I wouldn’t say that she was mine” (D). Her sister’s disability was characterized by social and 
learning impairments, and so she was on the more high-functioning end of the vast disability 
spectrum. Participant D discussed having much social anxiety when she is out with her sister 
because she fears what she might say or do. She added, “I was afraid that people were going to 
make fun of me based on my sister and that created a huge problem in our personal relationship 
(D). Participant F was in a similar situation where her brother was also high-functioning and his 
disabilities were related to learning disabilities and mental health issues. In regards to how her 
brother’s types of disabilities have impacted their relationship, participant F provided interesting 
insight, she said,
“It’s a lot different than someone with a brother or sister that is lower-functioning because 
they can’t just ‘move on’ from that disability, but I feel like with my brother his issues are 
treatable but he doesn’t do anything about it, which creates a little more friction [between them]” 
(F)
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Participant F described her brother as not taking an initiative in getting the proper treatment 
for his anxiety and other mental health-related issues, which for her had created a degree of 
resentment towards him. In addition, because “on the outside he looked completely normal” (F) 
it is more difficult to explain to other people why her brother cannot do certain things, which 
leads to feelings of embarrassment for her as well. Participant F also added that she has “a lot of 
great friendships so if I am [she is] looking for companionship I [she] can look to them” (F) for 
that type of relationship. Although she defined the nature of her sibling relationship as “more 
rocky” (F) than peaceful and cohesive, she noted that “it has gotten better” (F) over time and was 
hoping that it will continue on in that way. Regardless of both of these participants having had 
expressed less details relating to a companionship with their siblings with disabilities in 
comparison to the other participants, they still described having fulfilled the above-mentioned 
parental child role growing up and anticipated that role to continue in the future.
The characteristics that defined the sibling relationships of the participants also impacted 
their expectations and further role accountability regarding the future. Additionally, the 
participants had said that their parent’s expectations have also influenced their visions about the 
future. Ultimately though, it appeared that the sibling relationship was a much stronger force, as 
opposed to any family expectations or preparations, in shaping the participants’ visions of a good 
life for themselves and their siblings with disabilities. Based off their past experiences in 
growing up with a sibling with a disability, uncertainty is nothing new, according to the
participants. Given that a majority of these families had done very little concrete planning for the 
future, the participants adapted to the ambiguous situations with thoughts of open-mindedness 
and flexibility concerning the future.
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When asked about how he envisions his future to be for himself and his sister participant 
A replied, “My future doesn’t have to look a certain way…there are no guarantees in life” (A). 
There was an emphasis on being accepting of the uncertain future that accompanies being the 
sibling to a person with a disability. Participant H exemplified this by saying he was “ready for 
whatever the future has in store for me and my family” (H). In thinking about the future of her 
brother with a disability, participant B referenced the importance of acceptance in saying, “this is 
just kind of what life is – big and messy” (B). She added, “I think that fear and anxiety stem a lot 
from the unknowing” (B). In coming to terms with not having a definitive plan for the future of 
her brother quite yet, a part of participant B’s acceptance of the situation has depended upon her 
becoming more educated about varying disability programs and such. She said, “I think what’s 
important for me now is to learn more about group homes for people with disabilities” (B). 
When plans for the future have not yet been set in motion, many of the participants described 
developing almost a sense of self-reliance on the idea that they will be able to care for their 
siblings in the future.
A majority of the participants conveyed voluntary attitudes towards the thought of being 
the future primary caregiver to their sibling with a disability, which they thought to be a result of 
the role they have always played in the life of their sibling. As participant G had said in response
to a question about caring for her Autistic brother once her parents are no longer able to,
“I know that if in the future my brother “I know that if in the future my brother ever has 
to live with my, or one of my sisters, we’re more than okay with that. We have even talked about 
when we get married and stuff expressing to that person that sometime down the road we may 
need to care for our brother and they’re going to have to be okay with that” (G)
Participant A expressed a comparable willingness to take on the caregiver-type role that 
his mother currently plays for his sister with disabilities in the future. Despite his mother’s 
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hesitation to pass down her current role to her son when the time comes, he described a desire for 
that involvement in his sister’s life and believes that he can still “build my [his] own life” (A) 
even with his sister in the picture. Participant A played both the parental-child role for his sister 
all their lives, as well as enjoyed a companionship with her, which can be connected to his 
willingness to maintain this sort of relationship with his sister as time goes on.
The family of participant B was similar to that of A in their attitudes towards sibling-
caregiving. Shortly after her mother’s passing, participant B recounted a conversation that was 
had between her aunts and her and her two sisters. Narrating what her aunts had said to them 
about their brother with disabilities, “he is not to live in your house…you are to get married, you 
are to have your own families no matter how bad you feel” (B). When asked about the 
preparations that have been made for her brother regarding his future she explained that her 
brother is currently being “set-up”, which means trained in various life skills, “so that he will 
able to eventually live in a group home” (B). Although a plan for the future of her brother was 
already in the works, participant B confessed that “I know between me and my older sister, I 
don’t know if I’d really be able to do that” (B) referring to having her brother reside in a group 
home. She added, “I just know that I could never let that happen” (B). The inconsistency
between the expectations of the family and those of the sisters seemed to lie in a marginalization 
of the sibling relationship. Participant B discussed struggling with the idea of letting go of the 
sense of responsibility she feels for her brother, which the family did not appear to be aware of. 
The caring role that the participants have always played is not a matter of being able to power it 
on and off, the influence is much greater than that.
Another case of a detachment between parent’s expectations and those of the sibling 
came with participant C. Without much consulting with her, participant C’s parents made all the 
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future arrangements for her brother, which included him residing somewhat independently in an 
in-law apartment in the family home. Participant C said she anticipates being there also to assist 
James or she mentioned that she “wouldn’t care if he lived with me [her]” because she “thought 
he would until my [her] parents told us [her] they had this whole idea planned” (C) in regards to 
her brother’s residential preparations. It seemed that the hope is that neither participant C nor her 
other typically-developed brother would have to live in the family home in the future. If the 
brother with disabilities is never able to develop the adequate life skills to live independently 
participant C described a willingness to take on the caregiver role.
Participant H had a particular vision about the future that properly tied together the 
relationship between the sibling relationship and the degree of role accountability the participants 
felt concerning their siblings with disabilities and the future. He stated that, “seeing your brother 
or sister struggle because of something they can’t control” as well as “seeing your parents deal 
with everything that happens” makes a person “less reluctant to take on those responsibilities” 
(H) someday. Participant H added,
“I can’t speak for everyone who is like me and has a special needs brother or sister, but I 
think that the responsibilities I have always had and am so used to at this point have made me not 
as worried about if I become my brother’s caregiver one day” (H).
In terms of being involved in the life of their brother or sister in the future, most of the 
participants had not even considered an alternative. Their siblings, and all aspects of the 
participants’ lives that were associated with him or her, had become so normalized for the 
participant that the thought of being anything but the caregiver and companion in the future had 
not ever really come to their minds. The families had varying levels of preparedness for the 
future of their members with disabilities, and despite that uncertainty the participants were 
agreeable to the idea of taking over their parents’ positions after they are no longer able to fulfill 
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it any longer. The experience of the sibling relationship evidently made the participants “better” 
people, as they phrased it. The selflessness that these participants had already displayed in the 
relationships with their siblings with disabilities, as well as their ideas of continued commitment 
in the future, served as examples of their particular and special personality characteristics.
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Conclusions
The positive attitudes that the participants expressed regarding the overall experience and 
outcomes of having a special needs sibling is something worthy of more recognition. Many of 
the participants were inspired to better the world around them as a result of being the sibling to 
an individual with disabilities. They were motivated to better the lives of their siblings, as well as 
other marginalized social groups. I truly got the impression that these individuals exemplify the 
type of selfless people who live to help and better the conditions of others. As I too have a sister 
with special needs, the positivity that these participants described was something that I identified 
with. Having a sister with intellectual and developmental disabilities has taught me about the 
importance of equality for all, and has given me the ability to be self-reflective on my own 
character development. It was very much so healing to hear the participants share similar insights 
to mine based off of their own experiences. With the advent of online and social media within 
the last decade or so, there has been a trend in the use of online support groups for families of 
persons with disabilities. Although not all people are as fortunate enough as I am in being able to 
find comfort through this data collection process, the increase in online support groups can 
certainly serve as a way to share thoughts and experiences for siblings of individuals with 
disabilities.
The experience of having a sibling with a disability is typically not seen as a positive one 
from the outside, but on the contrary I found much more optimism among the participants than 
expected. They had a lot to say about all the good that has come out of their sibling relationships, 
which online support groups have done wonders for being able to advertise as well. Growing up 
in the 1990s before the advent of online forums and blogs for support purposes, I did feel very 
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alone in my situation in thinking that there was not one who could relate. These online groups 
give those with special needs siblings the ability to express all of their triumphs, as well as their 
difficulties, but most importantly these groupsoffer a sense of shared experience. A space where 
individuals with siblings with disabilities can go to find common ground with others in similar 
situations creates a supportive population. In regards to the specific research population 
comprised of young adults, these online communities are of particular importance. Many young 
adults active in these online groups discuss issues such as future caregiver or residential 
arrangements that have been made for their siblings with disabilities, as well as struggling with 
current issues like feelings of guilt for not being home as much between their school and work 
schedules. I find console in reading some of the stories of progress and accomplishment related 
to the experience of having a sibling with special needs. Individuals can come to these support 
groups to share about their positive perspectives, as well as read insight provided by others, 
which has been a major gain for this community of siblings.
Swanson 48
Appendix A: Literature Review Summary Tables
Swanson 49
SOURCE RESEARCH 
PURPOSE
METHODS FINDINGS
Tozer, Atkin, & 
Wenham
Continuity, 
Commitment and 
Context: Adult 
Siblings of People 
with Autism Plus 
Learning Disability
(2013)
To explore how 
adults with siblings 
with severe autism 
perceive, and give 
meaning to, their 
family life in order 
to see how social 
care systems and 
policies affect 
these relationships.
Sample: Recruited through a
national support group for 
adults with siblings with 
disabilities. The sample 
consisted of 14 women and 7 
men between the ages of 25 
and 67. Most of the 
participants were White-
Caucasian and of relatively 
high socioeconomic status.
Methods: Qualitative; 
interviews.
Questions:
a. Specific roles within 
family
b. Current and past 
relationship quality with 
Autistic sibling
c. Future hopes and 
concerns they hold for 
themselves and their Autistic 
sibling
d. Experiences with 
social care professionals (i.e. 
teachers, doctors, social 
workers, etc.)
(A) The 
perceptions of their 
experiences 
connected to their 
current commitment 
and relationship 
with their Autistic 
sibling.
(B) Most of the 
adults felt they were 
invisible with, and 
unrecognized by, 
social care 
professionals. They 
also felt as though 
the professionals 
could not properly 
handle the 
complexity of their 
sibling’s disability.
Pollard, Barry, 
Freedman, 
Kotchick
Relationship 
Quality as a 
Moderatorof 
Anxiety in Siblings 
of Children
Diagnosed with 
Autism Spectrum 
Disorders or Down
Syndrome
(2012)
To examine how 
adolescents 
perceive the 
quality of their 
sibling 
relationship, how 
that impacts their 
anxiety levels, and 
to compare the 
differences 
between 
adolescents with 
Autistic siblings as 
opposed to those 
with Down 
Syndrome siblings.
Sample: A local research 
clinic for adolescent affairs 
sent out a survey through an 
email list serve for 
recruitment purposes. The 
sample consisted of 74 
women and 55 men between 
the ages of 11 and 17. 88% of 
the participants were White-
Caucasian.
Methods: Quantitative; 
survey/questionnaire.
Measures:
a. Perceived quality of 
sibling relationship
b. Anxiety levels
(A) The 
adolescents with 
siblings with Down 
Syndrome had 
higher levels of 
perceived sibling 
relationship quality 
and low levels of 
anxiety compared 
to the adolescents 
with Autistic 
siblings.
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Orsmond, Seltzer
Siblings of 
Individuals with 
Autismor Down 
Syndrome: Effects 
on Adult Lives
(2007)
To identify 
differences 
between adults 
with Autistic 
siblings, and those 
with Down 
Syndrome siblings 
in terms of their 
experiences 
growing up, 
perceptions of 
quality of sibling 
relationships, and 
coping skills.
Sample: 700 individuals were 
invited to participate, and of 
those who volunteered, the 
researchers chose participants 
based on the following 
criteria: lone sibling to an 
individual with a disability or 
in families with many 
children the mother would 
nominate a particular sibling. 
The sample consisted of a 
total of 154 participants from 
two different studies. 77 
adults with Autistic siblings 
were matched by age and 
gender to adults with Down 
Syndrome siblings. The 
participants were between the 
ages of 21 and 56 with more 
than half of them being 
female. 
Methods: Quantitative; 
survey/questionnaire.
Measures:
a. Instrumental and 
affective involvement for 
their sibling
b. Coping skills
c. Feelings of pessimism
(A) The adults 
with Down 
Syndrome siblings 
had more contact 
and a more positive 
experience with 
their sibling in 
comparison to the 
adults with Autistic 
siblings.
(B) The adults 
with Down 
Syndrome siblings 
were more 
optimistic about the 
future than were the 
adults with Autistic 
siblings.
(C) The adults 
with Autistic 
siblings felt their 
relationships with 
their parents were 
strained because of 
the experience. 
(D) For both 
groups of adults, 
their sibling 
relationship was 
closer when: the 
siblings lived close 
to one another, the 
participant’s 
education level was 
relatively low, the 
sibling with a 
disability was high-
functioning, and 
more problem-
focused coping 
strategies were 
used.
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Graff, Mandelco, 
Dyches, Coverston, 
Roper, Freeborn
Perspectives of 
Adolescent Siblings 
of Children with 
Down Syndrome 
Who Have Multiple 
Health Problems 
(2012)
To investigate the 
perceptions of 
adolescents with 
siblings with 
Down Syndrome 
and who also have 
other multiple-
health issues by 
examining their 
experiences, the 
impact of care 
responsibilities, 
and future 
expectations.
Sample: Parents from a 
previous University study 
were asked to volunteer their 
adolescent children for this 
study. The sample consisted 
of 23 participants between the 
ages of 12 and 19 with a 
brother or sister with Down 
Syndrome as well as 
additional health issues.
Methods: Qualitative; 
interview.
(A) A majority 
of the adolescents 
said they were 
positively impacted 
by their 
experiences, but a 
few did mention the 
challenges as well, 
such as becoming 
easily angered by 
their sibling's 
behavioral issues.
(B) The 
adolescents said 
their entire families 
were more caring 
and compassionate 
individuals due to 
this particular 
caregiving 
experience.
Stoneman
Siblings of Children 
with Disabilities: 
Research Themes
(2005)
This article is not a 
review of one 
specific study. The 
article’s purpose 
“is to examine 
themes in this 
research and 
reflect on our state 
of knowledge” 
(339).
Methods:Literature Review; 
analyzed recent research on 
siblings of children with 
disabilities. The editor 
analyzed research and 
theoretical approaches on the 
subject of children with
siblings with disabilities.
(A) Many 
theoretical 
approaches in this 
research position 
that “having a 
sibling with a 
disability must be 
bad for children” 
(340).
Lefkowitz, 
Crawford, Dewey
Living with 
Impairment: 
Behavioral, 
Emotional and 
Social Adjustment 
of Siblings of 
Children with 
Autism
(2007)
To investigate the 
behavioral, 
emotional and 
social adjustment 
of siblings of 
children with 
Autism in 
comparison to 
siblings of 
children with no 
disabilities. In 
addition, they 
examined wished 
Sample: 81 parents with 
children with Autism were 
asked to participate with their 
typically-developing child by 
the State Autism Society. The 
comparison group was 17 
children with typically-
developing siblings who 
recruited through local 
schools. The sample consisted 
of a total of 98 participants 
between the ages of 6 and 13. 
There were slightly more 
(A) The siblings 
of children with 
Autism reported 
more negative peer 
relations than the 
comparison group 
did.
(B) All of the 
parents, from both 
groups, rated the 
female sibling 
participants as 
having higher levels 
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to compare the 
parents’ 
assessments of 
adjustment with 
those of the sibling 
participants.
female participants than male.
Methods: Quantitative; 
survey.
Measures:
a. Demographic 
information
b. Feelings, Attitudes, 
and Behaviors Scale for 
Children (FAB-C; Beitchman, 
Kruidenier, Inglis& Clegg, 
1996)
c. Conners’ Rating 
Scales-Revised (CRS-R; 
Conners, 1997)
of perfectionism, as 
well as quantity and 
severity of social 
problems,in 
comparison to the 
males.
(C) There were 
no significant 
differences in the 
responses between 
the parent’s 
responses and their 
children’s.
(D) For the 
siblings of children 
with Autism, there 
was a significant 
influence of the 
variables of gender 
and birth order on 
their levels of 
perfectionism.
Lefley
Synthesizing the 
Family Caregiving 
Studies: 
Implications for 
Service Planning, 
Social Policy, and 
Further Research
(1997)
To highlight the 
“the complexity 
and variability of 
the caregiving 
experience” (443) 
by examining 
disability types, 
demographic 
variables, as well 
as social and 
cultural contexts.
Methods:Literature Review;
analyzed recent caregiving 
studies, as well as current 
social policies. The editors 
examined “major influences” 
(443), such as disability type, 
demographics, and social 
context in caregiving 
situations.  
(A) “There may 
be more resources 
and services for the 
disabled person, but 
attenuated natural 
support systems and 
inadequate respite 
for caregivers” 
(443).
McHale, 
Updergraff, 
Whiteman
Siblings 
Relationships and 
Influences in 
Childhood and 
Adolescence
(2012)
To review the 
literature on 
sibling 
relationships, not 
specific to 
relationships with 
siblings with 
disabilities. The 
goal of this author 
was to highlight 
the major themes 
Methods: Literature Review; 
analyzed the literature on 
sibling relationships.
(A) By 
exploring the 
different 
disciplinary 
approaches to the 
research on sibling 
relationships their 
influence and 
importance on an 
individual become 
apparent. The 
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across the 
foundational 
research and 
theory focused on 
sibling 
relationships.
sociological 
perspective 
emphasizes the 
roles that siblings 
play in one 
another’s lives.
Arnold, Heller, 
Kramer
Support Needs of 
Siblings of People 
with 
Developmental 
Disabilities
(2012)
To provide a 
“voice to the 
perspective so that 
their needs could 
be addressed by 
professionals and 
policymakers” 
(373).
Sample: Participants were 
recruited from an online 
Yahoo! Group called 
“SibNet”, as well as at a 
statewide conference for 
siblings of disabled persons. 
The sample consisted of 139 
participants between the ages 
of 18 and 62. 92% of the 
participants were female.
Methods: Qualitative; based 
on two open-ended questions 
from the researcher’s 
previous 2009 survey were 
used in this [2012] study.
Questions:
a. “What programs 
would you like to see targeted 
towards families of people 
with disabilities”
b. “What programs 
would you like to see targeted 
towards siblings of people 
with disabilities” (375).
(A) Include Me: 
The participants 
desired more 
inclusive policies 
and services 
towards specifically 
the siblings, as 
opposed to the 
family as a whole, 
of individuals with 
disabilities.
(B) Start 
Spreading the 
News: The 
participants 
described a need for 
more education and 
awareness of 
disability issues for 
those less 
knowledgeable. 
They also desired 
more education 
themselves about 
planning for the 
future and 
navigating through 
social services.
(C) Fix the 
Mess: The 
participants wished 
to see disability 
services and 
systems less 
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complex and more 
effective.
Burke, Taylor, 
Urbano, Hodapp
Predictors of Future 
Caregiving by 
Adult Siblings of 
Individuals With 
Intellectual and 
Developmental 
Disabilities
(2012)
“To examine 
which factors 
independently 
predicted the 
degree to which 
siblings expected 
to care for their 
brother or sister 
with intellectual 
and developmental 
disabilities” (35).
The researchers 
focused on the 
variables such as 
gender, number of 
siblings, disability 
type, and family 
structure as 
predicting factors 
of adults’ future 
caregiving for their 
siblings with 
disabilities.
Sample: Adult Sibling Survey 
(Questionnaire) was created 
and revised by researchers in 
combination with the 
National Sibling Consortium 
(a small group of 
researchers), and then once by 
the IRB, was advertised on 
the Vanderbilt University 
web-site, as well as in weekly 
newsletters through email list-
serves. 1,166 potential 
participants answered the 
web-based survey, but only 
757 participants with siblings 
with disabilities were chosen 
to participate. The sample 
consisted of individuals 
between the ages of 18 and 70 
with a little more than 75% 
being female. 91% of all 
participants were White-
Caucasian, and most were 
well-educated.
Methods: Quantitative; 
Survey/questionnaire.
Measures:
a. Characteristics of the 
typically-developed sibling: 
Gender, number of children, 
marital status
b. Characteristics of the 
sibling with disability: Health 
issues, “behavioral needs”, 
and “functional abilities” 
(37).
c. Characteristics of the 
family: Structure, 
relationships
(A) Female 
participants 
expected greater 
caregiving 
responsibilities.
(B) When 
participants had 
children of their 
own they expected 
less caregiving for 
their disabled 
sibling in the future.
(C) Marital 
status had no 
influence on 
expectations of 
future caregiving.
(D) The 
characteristics of 
the sibling with the 
disability had no 
significant influence 
on the participant’s 
expectations of 
future caregiving.
(E) Participants 
whom were lone 
siblings, and lived 
close, to the 
individual with 
disabilities reported 
higher levels of 
expectations of 
becoming the 
caregiver in the 
future.
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Taylor, Shivers
Predictors of 
Helping Profession 
Choice and 
Volunteerism 
Among Siblings of 
Adults with Mild 
Intellectual 
Deficits Predictors 
of Future
(2011)
To examine and 
focus “on the 
roles of sibling 
relationship 
characteristics in 
predicting which 
siblings are most 
likely to choose a 
helping 
profession and to 
volunteer” (264).
Sample: Wisconsin 
Longitudinal Study (WLS) 
began the study with these 
sibling participants first in 
1957 (age 18), then in 1975 
(mid-30s), then in 1992 (early-
50s), and last from 2004-2006 
(mid-60s). The sample 
consisted of 393 participants 
and followed-up with them 
beginning at 18 years of age 
and ending at 64.
Methods: Longitudinal study; 
Survey/questionnaire 
(Wisconsin Longitudinal Study 
([WLS]).
Measures:
Independent Variables: The 
aspects of the sibling 
relationship.
a. Gender
b. Birth order
c. Number of siblings
d. Contact/closeness
Dependent Variables: 
Volunteerism and helping 
profession choice.
Hypothesis: The independent 
variables (aspects of sibling 
relationship) influence the 
dependent variable (higher 
rates of volunteerism and 
helping profession choice).
(A) Significant 
correlation between 
gender and a help-
related career choice 
with 20.4% of the 
females having a 
helping profession 
(compared to 10.9% 
of the males). This 
correlation became 
stronger when the 
participant was a lone 
sibling to their 
sibling with a 
disability. 37.5% of 
lone female 
participants chose a 
helping profession 
compared to 22.2% 
of female participants 
who came from 
multiple-sibling 
families.
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SOURCE RESEARCH 
PURPOSE
METHODS FINDINGS
Karp
Speaking of Sadness
(1996)
To expand the 
scholarly 
discussion of 
depression 
outside of the 
biology and 
medical aspects 
by listening to 
actual 
experiences. In 
chapter 6, Karp 
specifically 
investigates the 
experiences of 
family and 
friends of 
depressed 
individuals.
Sample: As one method of 
participant recruitment, a 
newspaper ad was posted to 
display the research study 
opportunity. The other 
method of participant 
recruitment was through 
snowball sampling. For 
chapter 6, the sample 
consisted of 10 family 
members of individuals with 
depression.
Methods: Qualitative, In-
depth interviewing.
Theories:
a. The Sociological 
Imagination, C. Wright Mills.
b. The Presentation of 
Self in Everyday Life, 
Goffman
c. Suicide, Durkheim
d. Mind, Self, and 
Society, George Herbert 
Mead
(A) While 
examining what 
having a depressed 
family is like, Karp 
concluded that one 
must offer sympathy 
while establishing 
boundaries. He also 
found that because of 
the less-obligatory 
nature of friendship, 
family members had a 
more difficult time 
establishing 
boundaries without 
feeling unsympathetic.
Heller, Kramer
Involvement of 
Adult Siblings of 
Persons with 
Developmental 
Disabilities in 
Future Planning
(2009)
To examine the 
factors 
influencing 
involvement of 
siblings in future 
planning and 
their 
expectations of 
future 
caregiving.
Sample: Potential participants 
were sent recruitment 
material through email and 
were also verbally informed 
at a Sibling Support 
Conference. The sample 
consisted of 139 participants 
between the ages of 18 and 
62. A majority of the 
participants were female and 
White-Caucasian.
Methods: Quantitative; 
Survey/questionnaire. 
Measures:
a. Future planning
b. Demographics
c. Sibling relationship
d. Caregiving appraisal
e. Supports facilitating 
future caregiving 
(A) Results 
“indicated that few 
families made plans or 
involved siblings in 
the planning” (208).
(B) The 
participants were 
more likely to be 
involved in their 
sibling’s future 
planning it they were 
older, more involved 
in disability-related 
activities, and 
provided more support 
to their support with 
disabilities.
(C) “38% of 
siblings expected to 
be primary 
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involvement caregivers” (208).
(D) Participants 
were more likely to 
expect future 
caregiving if they 
were female and lived 
close to sibling with 
disabilities.
(E) The major 
support services that 
the participants 
desired were support 
groups, workshops-
training, financial 
support, and printed 
materials.
Constantine
Family Paradigms: 
The Practice of 
Theory in Family 
Therapy
(1986)
The book 
presents the 
family systems 
theoretical 
model.
Methods: Theoretical 
Analysis.
Constantine defines 
family systems as a 
bounded set of 
interrelated elements 
which function in an 
interdependent 
manner. The 
sustainability of the 
family systems 
depends upon the 
participation of all its 
members.
Swanson 58
SOURCE RESEARCH 
PURPOSE
METHODS FINDINGS
Heller, Arnold
Siblings of Adults 
with Developmental 
Disabilities:
Psychosocial 
Outcomes, 
Relationships, and 
Future Planning
(2010)
This is a 
literature review 
of the research 
that has focused 
on the sibling 
caregiving role.
Methods: Literature Review; 
analyzed literature from 
1970-2008 that has studied 
the sibling caregiving role.
Questions:
a. “What are the 
psychosocial outcomes of 
having a sibling with an 
intellectual and 
developmental disabilities on 
the sibling without a 
disability?”
b. “What factors relate 
to the nature of the sibling 
relationship?”
c. “What factors relate 
to future planning, including 
expected and future 
relationships when parents 
can no longer provide care” 
(16).
(A) The authors 
found that the 
literature presented 
“generally a positive 
picture of the 
psychosocial outcomes 
of having a sibling 
with a disability” (16).
Day, Gavazzi, 
Acock
Compelling Family 
Processes
(2001)
The book 
discusses 
Constantine’s 
(1986) family 
systems 
theoretical 
model.
Methods: Theoretical 
Analysis.
(A) Constantine 
(1986) suggests that 
families are defined by 
a set of objectives and 
strategies, and 
accordingly the 
members must 
function 
interdependently.
Hodapp, Glidden, 
Kaiser
Siblings of Persons 
with Disabilities: 
Toward a Research 
Agenda
(2005)
The article 
discusses 
theoretical 
approaches in 
the research 
focused on 
siblings of 
people with 
disabilities.
Methods: Literature Review; 
analyzed the theoretical 
approaches used in the 
research on individuals with 
siblings with disabilities.
(A) A major 
methodological 
limitation the authors 
discuss is small, 
convenience sampling.
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SOURCE RESEARCH 
PURPOSE
METHODS FINDINGS
Dew, Llewellyn, 
Balandin
Post-parental Care: A 
New Generation of 
Sibling-Carers
(2004)
The topic of the 
article is the 
current 
generation of 
sibling caregivers 
being among the 
first with the 
expanding life 
spans of persons 
with disabilities. 
Methods: Opinion/editorial 
piece in an academic journal.
(A) The authors 
make the point that 
since those with 
disabilities rely on 
the care and support 
provided by their 
sibling, a sibling 
relationship based 
on direct reciprocity 
is unlikely.
Horne, Schmieg, 
Place, Smith, Prickett, 
Valdivieso
Children with 
Disabilities: 
Understanding 
Sibling Issues
(1988)
The article 
discusses 
theoretical and 
conceptual 
approaches in the 
research focused 
on siblings of 
people with 
disabilities.
Methods: Literature Review; 
analyzed the common 
theoretical approaches in the 
research on individuals with 
siblings with disabilities.
(A) In terms of 
caregiving, the 
authors discuss the 
financial and 
residency concerns 
associated with the 
future caregiving of 
a person with 
disabilities. As a 
result, young adults 
may take into 
consideration whom 
they marry and 
when they begin 
their own family 
based on their 
sibling with 
disabilities.
Broderick
Understanding 
Family Process: 
Basics of Family 
Systems Theory
(1993)
The book 
discussed the 
basics in family 
systems theory. 
Broderick 
described the 
roles of the 
nuclear family.
Methods: Theoretical 
Analysis.
(A) The most 
basic roles 
associated with a 
family system are 
represented by the 
nuclear family.
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SOURCE RESEARCH 
PURPOSE
METHODS FINDINGS
McDaniel &Pisani
Multiple Dimensions 
of Caregiving and 
Disability
Chapter 2: Family 
Dynamics and
Caregiving for People 
with Disabilities
(2012)
The book
provided varying 
theoretical bases 
in caregiving 
dynamics.
Methods: Theoretical 
Analysis.
(A) “Caregiving 
routines become part of 
the rhythm of normal 
family life” (15).
Peterson & Green
Families First: Keys 
to Successful Family 
Functioning
(2009)
The article 
discussed the 
basic premises of 
functional and 
effective family 
systems.
Methods: Theoretical 
Analysis.
(A) “The 
establishment of clear 
roles” (1) is directly 
related to the families’ 
abilities to cope and 
adapt to unexpected 
situations.
Allen
Understanding 
Families
(2013)
As part of the 
Missouri Child 
Welfare Manual, 
the author 
outlined the basic 
assumptions of 
family systems 
theory. 
Methods: Theoretical 
Analysis.
(A) Family 
structures inevitably 
shift over time and the 
members must cope 
and adapt accordingly.
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Appendix B: Recruitment Materials
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Appendix B.1: Recruitment Online Post
Hello all – My name is Rachel, I am a senior at Boston College and am in the process of 
doing undergraduate research through the Sociology Department’s Honors Program. My 
research project is looking at how young adults with siblings with disabilities view their sibling 
relationship, family structure, and plans for the future. The purpose is to understand how having 
a sibling with disabilities may influence a young adult’s decisions and aspirations for the future. 
To be eligible for participation your sibling must have developmental, intellectual, or physical 
disabilities. Potential participants must also be between the ages of 18 and 26, and have grown 
up living with your sibling with disabilities even if you do not currently live together. 
Participation would include a one-on-one interview on the Boston College campus that will last 
for approximately an hour and, with signed consent, would be audio-taped for future reference. I 
would like to talk to you about your personal experiences with having a sibling with disabilities, 
the reality of your current situation as a young adult, and the plans you have made for your 
future. An example of a question I will ask is “how to you picture the future for you in relation to 
your brother/sister?” Participants might find some learning benefits were gained by discussing 
their experiences and realizing things they had not prior to the interview. I believe there are more 
indirect benefits of participation in that the knowledge gained will hopefully benefit another 
person in a similar situation. I would really appreciate any/all of your consideration in 
participating!
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Appendix B.2: Recruitment Flier
Requesting Research Participants
College of Arts & Sciences
Sociology Department, Honors Program
Undergraduate Research: Experiences and Future Aspirations of Young Adults with Siblings 
with Disabilities
Researcher: Rachel Swanson
Purpose: Undergraduate Research through the Sociology Honors Program of Boston College. 
My research project is looking at how young adults with siblings with disabilities view their 
sibling relationship, family structure, and plans for the future. To understand how having a 
sibling with disabilities may influence a young adult’s decisions and aspirations for the future.
Participation: Participation would include a one-on-one interview on the Boston College 
campus that will last for approximately an hour and, with signed consent, would be audio-taped 
for future reference. I would like to talk to you about your personal experiences with having a 
sibling with disabilities, the reality of your current situation as a young adult, and the plans you 
have made for your future. An example of a question I will ask is “how to you picture the future 
for you in relation to your brother/sister?”
Why Participate?
Participants might find some learning benefits were gained by discussing their experiences and 
realizing things they had not prior to the interview. I believe there are more indirect benefits of 
participation in that the knowledge gained will hopefully benefit another person in a similar 
situation. 
Eligibility Criteria:
 Ages 18-26
 Sibling with developmental, intellectual, physical disabilities, or a mental illness
 Grew up living with your sibling
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More Information, Questions, Concerns
If you would like more information about participation feel free to contact me. I am happy to 
answer any questions or concerns without assuming you are committing to anything. Your 
participation is voluntary and you are free to withdraw yourself from the research process at any 
time.
Contact Information
Rachel Swanson
(781)-803-0775
swansorc@bc.edu
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Appendix C: Data Collection Materials
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Appendix C.1: Informed Consent Form
Boston College Consent Form
Boston College: College of Arts & Sciences, Sociology Department
Informed Consent to be in study: Experiences and Future Aspirations of Young Adults with 
Siblings with Disabilities
Researcher: Rachel Swanson
Type of consent: Adult Consent Form
Introduction:
My name is Rachel Swanson; I am doing undergraduate research through the Sociology Honors 
Program of Boston College. My research project is looking at how young adults with siblings 
with disabilities view their sibling relationship, family structure, and plans for the future. I am 
hoping to gain a better understanding of sibling relationships when there is a disability involved. 
More specifically, I am hoping to see what affect this relationship has on young adulthood and 
future aspirations. My project will be supervised by Dr. Paul Gray, a Sociology professor of 
Boston College since 1975. You have been selected as a potential participant because you are a 
sibling of a person with disabilities. After reading this consent form please feel free to ask any/all 
questions you may want answered before agreeing to participation.
Purpose of Study:
The purpose of this study is to understand how having a sibling with disabilities may influence a 
young adult’s decisions and aspirations for the future.
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What Will Happen in the Study:
Your choice to participate is completely voluntary. You will in no way be penalized if you chose 
to not answer a question or withdraw your participation all together. Participation would include 
a one-on-one interview on the Boston College campus that will last for approximately an hour 
and, with your signed consent, would be audio-taped for future reference.I would like to talk to 
you about your personal experiences with having a sibling with disabilities, the reality of your 
current situation as a young adult, and the plans you have made for your future. An example of a 
question I will ask is “how to you picture the future for you in relation to your brother/sister? 
“The questions will be fairly broad so I am not expecting any particular responses from you; I 
hope to start a conversation where you can express thoughts about your experiences.
Risks and Discomforts of Being in the Study:
I do not expect there to be any risks involved in your participation in this study. We will be 
discussing memories of past experiences, which can be emotional for some people, but you are 
free to refuse to answer any questions that you do not feel comfortable with. The interview will 
also be audio-taped which could be uncomfortable, but it is your right to request that certain 
responses not be audio-taped or to stop the recording all together. Your decisions to participate 
or not at any point during the study will not negatively impact your relationship with Boston 
College or the Department of Sociology.
Benefits of Being in the Study:
Although I do not expect many direct benefits, I hope that you might find some learning benefits 
were gained by discussing experiences and realizing things they you had before the interview. 
While you may not be directly benefited, your participation will hopefully prove to be beneficial 
for someone in the future in a similar situation to yours.
Payments:
There is no payment or compensation provided in exchange for your participation.
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Costs:
If you agree to participate there are no costs associated with this study aside from the one hour of 
your time that will be needed for the interview.
Confidentiality:
My faculty advisor and I will be the only ones able to access any information that relates to this 
research project. All of the research data will be stored in locked file cabinets inside my faculty 
advisor’s office. This informed consent document will be the only piece of identifiable 
information, but these forms will be kept in a separate locked file cabinet from any data collected 
at the interview, which will be de-identified. The data will be de-identified by coding your 
identity with a number. The audiotapes and any notes I take during or after the interview will be 
labeled using your code number instead of your actual name. This informed consent document 
will be the only place where your real name is used. As mentioned previously, these informed 
consent forms will be kept in a locked file cabinet separate from the codes and data collected at 
the interview. At your request, the findings from this research study will be made available to 
you in May of 2014. I will be keeping all the data from this study until approximately June, 
2014. At that point I will then erase the audio-tapes and destroy all data collection.
Choosing to be in the Study and Choosing to Quit the Study:
Your choice to participate, or not, will not negatively affect your relationship to Boston College 
or the Department of Sociology. The interview will be approximately sixty minutes long and, 
with your consent, will be audio-recorded on a tablet or laptop device. You can at any point 
request that I stop the audio-recording or the interview without penalty to you. Your participation 
is completely voluntary and it is your right to refuse to answer a question, have a response be 
audio-taped, or to quit the study entirely.
Getting Dismissal from the Study:
The researcher may dismiss you from the study at any time if you have missed several scheduled 
interviews.
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Contacts and Questions:
I would just like to remind you that this decision is entirely yours and your withdrawal at any 
point before or after signing this consent is also entirely your decision. If this research seems like 
something you would like to take part in and you have any questions or concerns please email 
me, swansorc@bc.edu, or you call reach me by telephone, (781)-803-0775.If you wish you can 
also email my faculty adviser with any questions, Paul Gray at gray@bc.edu. Once again, you 
are free to withdraw from the study at any point regardless of your reason, but if you have any 
further questions about your rights as a participant please contact the Boston College Office for 
Research Protections at (617)-552-4778.
Copy of Consent Form:
You will be given a copy of this form to keep for your records and future reference.
Statement of Consent:
I have read (or have had read to me) the contents of this form. I have been encouraged to ask 
questions. I have received answers to my questions. I give my consent to be in this study. I have 
received (or will receive) a copy of this form.
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Signatures/Dates:
___________   _______________________________________________
Date Print Name of Participant
___________   _______________________________________________
Date Consent Signature of Participant
___________   _______________________________________________
Date Signature of Researcher and witness to consent
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Appendix C.2: Certificate of Completion
Certificate of Completion
The National Institutes of Health (NIH) Office of Extramural Research 
certifies that Rachel Swanson successfully completed the NIH Web-
based training course “Protecting Human Research Participants”.
Date of completion: 10/09/2013
Certification Number: 1298209
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Appendix C.3: Interview Guide
(A.) Demographic Self-Report
1.) Age
2.) Gender
3.) Race
4.) Highest Level of Education
5.) Parent’s Marital Status
6.) Number of People in Family
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(B.) Disability and Family Systems
1.) Is your sibling older or younger than you? How old are they?
2.) Can you describe the specific type of disability your sibling was diagnosed with (by a 
medical professional)?
3.) How did you come to understand your sibling’s disability – how do you remember 
first becoming informed? Have you become more informed about the disability as 
time has gone on?
4.) Does your family use any resources provided to families that have a member with 
disabilities? (For example – support workshops, therapy)
5.) How many people live in your home? Specifically, how many siblings are in the 
family? What are the age differences between the siblings?
6.) Within your household, what methods/strategies do your family use for coping with 
your sibling’s disabilities? (For example – specific responsibilities of a given family 
member in regards to the disabled member)
7.) What role would you say that you play within your family?
(C.) Sibling Relationship
1.) Describe the role you believe you play in the life of your sibling.
2.) Do you think your sibling plays a similar role in your life?
3.) How would describe the nature of your sibling relationship?
4.) Could describe the positive aspects of the relationship you have with your sibling?
5.) Could you describe the difficulties you have had in your experiences with your 
sibling?
(D.) Future Plans
1.) What are your general plans/goals for the future? (For example – college, or work-
force entry)
2.) Have you considered plans for starting your own family? (Marrying, having children)
3.) Do your parents have any specific hopes for your future? Expectations?
4.) Have your parents ever discussed your future with you; and more specifically, have 
they ever framed the conversation in terms of caring for/the living conditions of your 
disabled sibling?
5.) What do you envision as a “good life” for your sibling over time?
6.) What do you envision for yourself in the future in relation to your sibling?
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Appendix D: Participant Information Sheets
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A
Age: 24
Gender: Male
Race: Biracial –Mexican/Latino
Highest Level of Education: B.A.
Current Occupation:
- Recent college graduate (2012)
- ESL teaching as volunteer work
- Research assistant at Harvard University’s center for youth & media culture
- Recently hired [but has not yet begun to work] as a member on the Massachusetts 
Network for Sibling Support’s board 
Parent’s Marital Status: Divorced
Number of People in Family: 5 (+ a sister-in-law)
Family: Ages, birth order
- Mother
- Father
- Oldest brother: 30 years old
- One sister with disabilities: 28 years old
- Ais the youngest
Family’s Residencies (currently):
- A lives in an apartment with two roommates
- Sister (with disabilities) lives at home with mother
- Oldest brother lives locally with his wife
- Father lives in Texas
Disability:
- His oldest/only sister, 28 years old
- “Non-verbal learning disability”
- “Mild retardation” – developmental delays
- “Undefined mental illness”
 “Equally affected by the two” – in reference to mental illness and intellectual 
disabilities
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B
Age: 24
Gender: Female
Race:White Caucasian
Highest Level of Education: B.A.
Current Occupation:
- Recently graduated college with a bachelors in Nutrition
- Dietician at a local Hospital
Parent’s Marital Status: Married, mother deceased
Number of People in Family: 5 currently, 6 including late mother
Family: Ages, birth order
- Father
- Oldest sister: 28 years old
- B
- One younger sister: 20 years old
- Youngest brother with disabilities: 17 years old
Family’s Residencies (currently):
- B lives in an apartment with roommates in Boston
- Oldest sister does not live at home
- Youngest sister lives away at college, but when school is out she lives at family home
- Father and brother (with disabilities) live in family home
- Mother passed away two years ago of cancer
Disability:
- The youngest/only brother, 17 years old
- “Landau-Kleffner Syndrome”
- “There are some people that consider it on the spectrum, there are some people who don’t 
consider it on the spectrum” (Autism spectrum)
- “He has expressive and receptive aphasia”
- “He has ADHD and he is dyslexic”
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C
Age: 26
Gender: Female
Race:White Caucasian
Highest Level of Education: B.A.
Current Occupation:
- Graduated college with a bachelors in Marketing
- Financial adviser to families planning for two-generations (due to a disability) 
Parent’s Marital Status: Married
Number of People in Family: 5 currently
Family: Ages, birth order
- Mother
- Father
- C is the oldest/only sister
- Brother: 24 years old
- Youngest brother with disabilities: 23 years old
Family’s Residencies (currently):
- C lives in her own place inBoston
- Mother, father, and two brothers live in family home
Disability:
- The youngestbrother, 23 years old
- Down Syndrome
- Non-verbal
- Requires constant support
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D
Age: 24
Gender: Female
Race:White Caucasian
Highest Level of Education: B.A.
Current Occupation:
- Graduated from Boston College 2012
- Nurse
Parent’s Marital Status: Married
Number of People in Family: 4
Family: Ages, birth order
- Mother
- Father
- Older sister with disabilities: 26 years old
- D
Family’s Residencies (currently):
- D lives in an apartment with roommates in Boston
- Sister with disabilities also does not live at home (moved out one year ago)
- Mother and father live in family home
Disability:
- The older sister, 26 years old
- “Non-verbal learning disability”, which is “on the Autism spectrum, but very minimally 
so”
 “She can’t read social cues” and “has difficulty in school, math especially”
- “She also has ADD”
- She is high-functioning, but “her maturity level is very low”
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E
Age: 22
Gender: Male
Race:White Caucasian
Highest Level of Education: B.S.
Current Occupation:
- Finishing up his bachelor’s degree in nursing
- Currently working as a Certified Nursing Assistant
Parent’s Marital Status: Married
Number of People in Family: 4
Family: Ages, birth order
- Mother
- Father
- Older brother with disabilities: 28 years old
- E
Family’s Residencies (currently):
- All four members are currently living in the family’s home
Disability:
- The older brother, 28 years old
- “he doesn’t have a specific disease”, but he is completely non-verbal
 “He can’t communicate” basic needs
- “Severe scoliosis”
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F
Age: 23
Gender: Female
Race: White Caucasian
Highest Level of Education: Bachelors
Current Occupation:
- Nurse
Parent’s Marital Status: Married
Number of People in Family: 5
Family: Ages, birth order
- Mother
- Father
- Oldest brother with disabilities: 25 years old
- F
- Younger brother: Age 19
Family’s Residencies (currently):
- All five members are currently living in the family’s home
Disability:
- The oldest brother, 25 years old
- ADHD
- Depression
- Anxiety issues
 The combination of his ADHD and anxiety “really prevent him from functioning 
like he could”
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G
Age: 25
Gender: Female
Race: African-American
Highest Level of Education: Bachelors
Current Occupation:
- Graduated college with a bachelors in Biology
- Works in a Christian Campus Ministry at the moment with hopes of going to Graduate 
school soon to continue her studies in Biology
Parent’s Marital Status: Married
Number of People in Family: 6
Family: Ages, birth order
- Mother
- Father
- G is the oldest
- Two sisters: 24 and 20 years old
- Youngest brother with disabilities: 15 years old
Family’s Residencies (currently):
- Mother, father,G, and one of the two other typically-developed sisters live in family 
home
Disability:
- The youngestbrother, 15 years old
- Autism
 He is on the Autism spectrum and requires supervision, but is more on the high-
functioning side
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H
Age: 22
Gender: Male
Race: White Caucasian
Highest Level of Education: Bachelors
Current Occupation:
- Bank teller
Parent’s Marital Status: Married
Number of People in Family: 4
Family: Ages, birth order
- Mother
- Father
- Older brother with disabilities: 25 years old
- H
Family’s Residencies (currently):
- All four members are currently living in the family’s home
Disability:
- The older brother, 25 years old
- Severe physical disabilities
- Pervasive Development Disorder
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